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NATIONAL AW’-\RENESS CAMPAIGN ON HEMOPH".'A
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Hemophilia is an inherited genetic 39Jg0 LOH WAl d Lliogordll
bleeding disorder that affects the wle 63l b pawall 8)ad Ll gl
body’s ability to make blood clots, ji)l gl padimy Al qoall Jidi
which is a process needed to stop duaso e Ulidgoradll
bleeding. Hemophilia is not contagious.




WHAT CAUSES HEMOPHILIA?
Tlliogotal vy $alllo

Hemophiliais caused by a genetic defect
that leads to a deficiency of clotting
factor proteins in the blood. Hemophilia
A occurs due to depletion in clotting
factor VIII, and Hemophilia B occurs due
to depletion in clotting factor IX.
Hemophilia is an X-linked recessive
disorder. The condition mainly affects
males, but female carriers may also
experience bleeding problems if they
have a low level of clotting factor (under
50%).

Although it is a rare disease, any woman
is at risk of having a boy with hemophilia.
Approximately 2 out of 3 children born
with  Hemophilia will have a family
memberwhohas, orhashad, Hemophilia.
The remaining 1 out of 3 will have new
genetic mutations that will lead to the
condition.

The two major forms of hemophilia occur
much more commonly in males than
in females. Hemophilia A is the most
common type of the condition; 1in 4,000
to 1 in 5,000 males worldwide are born
with this disorder. Hemophilia B occurs
in approximately 1 in 20,000 newborn
males worldwide.
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Injury Occurs
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SIGNS & SYMPTOMS OF HEMOPHILIA
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Symptoms of hemophilia can include
infernal  and/or external bleeding
episodes, with spontaneous or post-
trauma bleed:s.

The severity of Hemophilia can be
classified based on the level of clotting
factor available:

Severe hemophilialessthan 1%, moderate
between 1 and 5%, mild between 6 and
40%.Bleeding episodes varies depending
on the severity of hemophilia.

Bleeding mainly occurs in the joints or
muscles or soft tissues that could lead to
disability or even death.
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DIAGNOSIS OF HEMOPHILIA

Most people are not aware of Hemophilia
until symptoms starts to occur. Normally,
simple blood tests are undertaken to
confirm the symptomes.

Women with family history of Hemophilia
can take a genetic test way before they
infend to get pregnant to know if they
are carriers.

For pregnant women, the earlier the
diagnosis can be made, the better, as it
can prevent unintended trauma during
and after delivery.
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Management of hemophilia patients
begins by avoiding bleeds. This can
be achieved through the regular
replacement of missing clotting factors
and physiotherapy to protect and
maintain healthy joints.

When bleeding occurs, it needs to
be treated with replacement of the
missing clotting protein as soon as
possible in order to minimize the long-
term effects on the joints and muscles.
(Infravenous  Factor  Administration
through injections).

Specialized hematologists are expertsin
hemophilia and other blood disorders.
They can diagnose, prescribe the
medication to treat the bleeding and
guide the patient.

However, hemophilia is a complex
disease and assistance and care from
other health professionals (physical
therapists, geneticists, and social
workers) is needed.
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Hemophilia patients have a high level of
resilience and a strong will.

They have to continue their lives as per
normal, without the sympathy or even
understanding from the majority of
people, who do not understand why the
patient is having mobility problems (as it
is an internal disease)

Their level of tolerance of lack of
understanding of others cannot be
understated — as they are expected to
perform as normal.

Patients are able to form relationships
without the fear of harming their loved
ones.

They are also capable of having male
children with no implications but their
female children will be carriers of the
disease.
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ROLE OF MINISTRY OF PUBLIC HEALTH
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The Ministry provides all kinds of drugs to
treat blood clotting diseases, in normal
situations, and in bleeding cases. This
was done after the ministry was able to
improve treatment through increasing
the number of factors and doses given for
the patient in order to cover all bleeding
episode and toreduce the complications
however the strive to provide preventive
treatment is the best aim.

The Ministry of Public health formed
the Natfional Hemophilia Committee
in collaboration with the Lebanese
Association for Hemophilia that includes
the best expertsin this field of the country.
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The LAH provides comprehensive care for
patients with hemophilia, and coordinate
care among medical experts to treat
all aspects of the disease as described
earlier.

The LAH is primarily responsible for
educating the patients and their families
about hemophilia, for training them how
to treat themselves at home in a timely
manner, and providing psychosocial
support and donating clotting factor
product. The association pursues its
mission in spreading public awareness
on the disease to facilitate patient’s
infegration in all fields.
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ROLE OF LEBANESE ASSOCIATION
FOR HEMOPHILIA (LAH)
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FOR HEMOPHILIA
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The Lebanese Association for Hemophilia
(LAH)isaNon-GovernmentalOrganization
(NGO) founded in May 1992 based on the
decree number 106/AD. The mission of the
association is fo ameliorate the medical,
educational and social situation of the
Person with Hemophilia. The LAH created
the only specialized treatment center in
Lebanon in 2000.

The center provides comprehensive care
ranging from diagnosis and treatment
services for Hemophilia and other
bleeding disorder patients including
multidisciplinary consultations, laboratory
tests, physiotherapy in addition to dental
care, post surgical follow ups. Furthermore
the LAH donates replacement factor
medications in case of emergencies.
The LAH works in collaboration with the
Lebanese Ministry of Public Health through
the National Hemophilia Committee.
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The Lebanese Association for Hemophilia
Tel/Fax: +961 4713 055
e.mail: aslbhemo@inco.com.lb

Association Libanaise de 'Hemophilie
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Lebanese Association for Hemophilia
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